The psychosocial impact of hemophilia on work was recently investigated in the Hemophilia Experiences, Results and Opportunities (HERO) study. The findings revealed that hemophilia had an impact for adults with moderate/severe hemophilia and caregivers of children with hemophilia. HERO did not specifically evaluate impact on education in adults/ children with mild/moderate hemophilia or the impact on employment of spouses/partners of caregivers of affected children. The Bridging Hemophilia B Experiences, Results and Opportunities into Solutions (B-HERO-S) study evaluated the impact of hemophilia on the lives of adult men/women with mild-severe hemophilia B and caregivers of boys/girls with hemophilia B and their spouses/partners. Many adults with hemophilia B (94%) reported that hemophilia had a negative effect on their ability to complete a formal education, often attributed to the inability to attend or concentrate in school as a result of hemophilia-related bleeding or pain. Most adults with hemophilia B (95%) and caregivers/ partners (89%/84%) indicated that hemophilia had a negative impact on employment.
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CUTTER ET al. concentrating due to patient-identified bleeds or pain; however, there is little knowledge regarding the extent to which mild-to-moderate hemophilia impacts the lives of people with hemophilia and spouses/ partners of the primary caregivers responsible for children with hemophilia.
The 2009 global Hemophilia Experiences, Results and
Opportunities (HERO) initiative and the subsequent 10-country quantitative study conducted in 2011 provided an in-depth analysis of the psychosocial issues that people with hemophilia and their families encounter. 2 Topics covered by the HERO study included patient and caregiver demographics, 2 evaluation of pain interference and quality of life for people with hemophilia, 3 and treatment access. 4 Most of the adults with hemophilia who participated were employed full time;
80% reported that hemophilia had a negative impact on employment. 2 The HERO study addressed specific effects of the disease on the jobs/ careers of adult patients and primary responding caregivers, but the study did not explore past negative experiences or prior work impact for those not currently working or evaluate issues affecting spouses/ partners of responding caregivers.
Although HERO addressed specific gaps in the understanding of the impact of hemophilia, this study mostly included males with hemophilia A (~75%) with moderate (factor level 1%-5%) and severe (factor level <1%) hemophilia. Thus, the study yielded little information on patients with the less common hemophilia B (20%), and particularly, mild (factor level 5%-50%) and moderate hemophilia B. Of note, an additional population that is often overlooked in studies of hemophilia outcomes is affected females. To highlight issues of importance to these populations, the Bridging Hemophilia B Experiences, Results
and Opportunities Into Solutions, or B-HERO-S, study was initiated as a pilot study in the United States. This study builds upon HERO by further exploring issues in adults and children with hemophilia B, including affected females. While other reports of B-HERO-S data included in this supplement focus on overall study methodology, demographics and treatment characteristics of the study population, and effects of hemophilia on participation in recreational activities, this analysis presents data specific to education and employment.
| PATIENTS AND METHODS
Detailed methodology of the B-HERO-S study is described previously within this supplement. Briefly, participants completed one of two distinct surveys: either a survey for adults with hemophilia B (aged ≥18 years) and caregivers (86%) were employed full or part time. Interestingly, while a majority of adults with hemophilia worked in office-based jobs or studying (58%), 39% reported working at a job involving manual labor (9% light manual labor, 28% moderate, and 2% strenuous).
| RESULTS

| Demographics
Furthermore, higher percentages of adults with mild (46%) and moderate (37%) vs severe (31%) hemophilia reported that their daily activities included manual labor. Construction/manufacturing was the most common industry reported (35%), followed by computers or information technology (26%).
| Impact on education for adults with hemophilia
Nearly all adults with hemophilia (94%) reported a negative impact of hemophilia on education ( Figure 1 ), with similar rates among men and women (93% and 94%, respectively). Individuals with moderate hemophilia were most likely to report a very large or moderate negative impact compared with other disease severity categories (mild, 59%; moderate, 86%; severe, 47%; inhibitors, 75%). The impact of hemophilia on education was most often attributed to difficulties in concentrating at school due to bleeds or pain (69%), difficulties in attending school or participating in activities due to impairments in mobility (44%), and hemophilia-related absences (32%). Interestingly, individuals with moderate hemophilia vs those with mild or severe hemophilia were more likely to report difficulties in concentrating at school because of hemophilia-related issues (mild, 55%; moderate, 76%; severe, 50%).
| Impact on work for adults with hemophilia
In total, 81% of adults with hemophilia were employed, including were unemployed, 62% had never worked, 17% were previously employed full time, 19% were previously employed part time, and 2% had been self-employed. Self-reporting having never worked was more common among those with mild/moderate disease (69%/63%) compared with those with severe disease (33%). In addition, adults with hemophilia who had never worked were more often younger (<30 years, 73% vs 30-45 years, 20%). More than half (59%) of adults with hemophilia who were not currently working cited financial reasons related to hemophilia (ie, receiving Medicaid, Medicare, or disability benefits) as the reason they stopped working, and 55% reported that hemophilia and its related complications (ie, joint disease) caused them to stop working. T A B L E 1 Demographics 
| Impact on work for caregivers and their partners
| DISCUSSION
Results of the HERO quantitative study indicated that disability and pain due to hemophilic arthropathy were more commonly seen in those not currently employed and that impact on work and careers was observed among both adult patients and primary caregivers responding in the United States and other countries. individuals with hemophilia has been addressed previously, specifically to help tailor interests and skills to careers that are appropriate within the context of the individual's limitations. 5 Few studies have evaluated the impact of hemophilia on employment; however, an Austrian study of the social status of individuals with moderate or severe hemophilia demonstrated that despite a slightly elevated education level among those with hemophilia, the rate of unemployment was higher than that of age-and gender-matched controls (34% vs 9% for controls). Recently, the challenges faced by young adults with hemophilia have been highlighted, and the transfer of hemophilia management from the parent to the young adult is particularly difficult. 5 In light of the issues The results reveal the impact of hemophilia on these populations and suggest a need to increase support and education in these subgroups who may not be as well informed due to less frequent HTC visits and less engagement with the hemophilia community at large. Additionally, this subgroup may have been overlooked by the current perceived programming focus on severe hemophilia across advocacy organizations, chapters, camps, and treatment centers, or they may have chosen to not participate due to the perceived mildness of their disorder. The results of the B-HERO-S study may be used beyond education to develop advocacy initiatives to ensure insurance coverage for adults with mild/moderate hemophilia B and affected women who need factor replacement to be able to continue to maintain employment in appropriate careers, and for children who need treatment to cover their daily activities, thus minimizing impact on their caregivers and siblings.
